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 研究対象者は 8 組の子どもと母親であった。子どもは 6 か月から 6 歳であった。すべて
の子どもが重度の脳性麻痺を有し、麻痺の状態は四肢麻痺が 4 名、痙性四肢麻痺が 4 名で
気管切開管理が 7 名、人工呼吸器管理が 4 名であった。母親は 20 歳代 1 名、40 歳代 1 名















































  As children with severe cerebral palsy have difficulties in verbal expressions, when 
they feel pains and try to signal others, the parents and medical personnel cannot easily 
catch them. Few studies have reported on the palliative care for children with cerebral 
palsy. This study aimed to understand the situations of pains of children with cerebral 
palsy who have difficulties in verbal expressions, catching the their signals of pains, and 
develop a method of palliative care.  
 
Objective:  
  The objective of this study was to assess the effectiveness of the palliative care while 
developing and practicing it at the same time, by conducting a case intervention study 
with children with cerebral palsy who have difficulties in verbal expressions and their 
parents as subjects, and by objectively understanding the signals children give when in 
pain, elucidating the situations of them signaling their pains and situations of their 
pains being palliated.  
 
Method:  
  The study design was a case intervention study. We intervened in Step 1, in which we 
searched for the signals of the children and the situations of pains, and in Step 2, in 
which we assessed the effectiveness of the palliative care.   
  In Step 1, we collected the data by interviewing the mothers to hear how they caught 
their signals of pains. In order to understand children’s signals, we took participant 
observation method and videotaped the children and their expressions during their 
physical therapies and their daily living at home. We analyzed the interviews with the 
mothers to extract the signals the children gave. To analyze the children’s expressions, 
we used analytic software with Sofia Scientific’s Face Reader and the action unit 
module, and analyzed their expressions when in pain from the Action Unit (AU) of the 
Facial Action Coding System (FACS).  
  In Step 2, by conducting a nursing care intervention in line with the process of 
palliating the children’s pains by the mothers, we practiced the palliative care and 
developed its method. To assess the effectiveness of the palliative care, we used the pain 
rating scale – Pediatric Pain Profile (PPP) –, and compared the data before and after the 
care.  
 As we intervened in the cases, we developed the palliative care method and assessed 
its effectiveness simultaneously.   
 
Result:  
  The study subjects were 8 children and their mothers. The children’s ages were from 6 
months to 6 years old. All of the children had severe cases of cerebral palsy, and their 
conditions were: 4 children with quadripareses, 4 children with spastic quadripareses, 7 
children with tracheotomy controls, and 4 children with artificial respiration controls. 
The mothers were: One mother in 20s and one in 40s, and the rest were in their 30s.  
  The results of the interviews indicated that the mothers captured changes in 
children’s expressions, body languages, crying, voicing, physiological changes and 
movements. As the changes that children could easily express, the mothers first 
captured the physiological changes. Those mothers who recognized children’s changes 
as signals knew what signals they would give to express their conditions of anger, 
disgust, discomfort and such. The signals the children displayed during the physical 
treatments appeared when passively their joints were moved, the positions of the neck 
and body were changed, and their muscles were loosened. Visually discernible signals 
they displayed were, as expressions, partial changes of the eyes, eye blows, cheeks, and 
the mouth, and as body languages, expressions by the entire body and by limbs. In 
terms of the physiological changes, increases of breathing and pulse were observed. The 
changes of children’s expressions that were not visually discernible were still recognized 
by the facial expression analysis with changes of some part of the face. During the 
physical treatments, total scores of PPP were as high as from 17 to 39, and it was 
consistent with the hypothesis that children were feeling pains during the physical 
therapies.  
    In Step 2, we analyzed 8 cases to assess the effectiveness of the development and 
the practice of the palliative care. As we intervened searchingly in three cases, it was 
suggested that, in attempt to palliate the pains of children, mothers went through 3 
phases: “judging the demands of children”, “finding a hypothesis of pains” and 
“assessing the actions based on the hypothesis”, with interrelating two processes of 
recognizing and caring the pains of children, and giving meanings to the signals 
children gave out. In the 4th and 5th cases, we practiced the palliative care to children 
through the mothers, and for the rest of 3 cases, we intentionally intervened. 
Throughout the three phases, the following contents of nursing care were effective as a 
palliative care for pains: 1) helping mothers to notice children’s capabilities of giving 
signals and to understand them, 2) relating children’s conditions of comfort and 
discomfort with their signals, 3) sharing (with the mothers) and supporting the effects 
of the care on children’s comfort and discomfort, 4) sharing (with the mothers) and 
supporting the practice and effects of the palliative care.  
  In terms of the conditions of the pains the children felt in their daily lives, the aching 
pains upon their getting up in the morning due to the static body positions during the 
sleep at night were common in the children. Some children felt pains when muscle 
tension occurred or during bowel movement. After the palliative care was practiced, the 
PPP that was 30-42 points before the care dropped to 5-10 points.       
 
Consideration:  
  Children with cerebral palsy feel pains during the physical treatments when joints 
were moved or muscles were loosened up, and regardless of the severities of cerebral 
palsy, they give out signals when in pains. The reason that they were thought to have 
pains in the morning when they got up is, as the subjects of this study were children 
with severe physical disabilities, due to the tightening pains and joint pains from the 
static body positions during the night, and in addition, movements of the body causing 
muscle and joint pains as well as pains induced by muscle tension.  
  Using a table categorizing signals of children into body language, crying, voicing, 
physiological change and action helped the mothers notice and understand the signals 
of children. To judge the pains, PPP is useful for the children with difficulties in verbal 
expressions and helps to assess the conditions of the pains and the effects of the 
palliative care.  
  The nursing intervention to the process the mothers developed as a palliative care to 
palliate children’s pains proved to be effective. In order to palliate the pains of children, 
it is necessary that the mothers notice the capabilities of their children to give out 
signals, and respond to their demands. It also requires a cycle of giving meanings to the 
signals of children, mother’s responses to them and to the demands of children, as well 
as the mother-child interactions of children signaling and mothers responding, or 
mothers giving care and children responding to it.   
  Basing on the self-care deficit nursing theory helped to develop a care that brings out 
the capabilities of children.  
It was a study of a case intervention in 8 cases, and it would be the future issue to 
assess the palliative care we developed more specifically.   















ル（Pediatric Pain Profile:以下 PPP）を用いて、痛みの増減を確認している。この録画
された状況を介入の際に母親と確認することによっても、痛みの増減を確認している。 
 介入のステップとして子どものサインと痛みを探る時期では、母親は必ずしも痛みがあ
ることを認識しておらず、こどもの示す深いサインに気づいていても、その意味を理解し
たという実感を持たずにいることが把握された。介入としてビデオ観察や日常の体験など
を母親と研究者が共有し、生理学的指標や痛みスケールを用いながら、状態を評価するこ
とによって、痛みが減少、あるいは消失していることに気づき、それぞれの子どもにあっ
た方法をつくりだしていた。その方法を意図的に取り入れ実施し、効果を評価することに
よって子どもの表現する力を引き出すケアへと内容が変化していた。事例を通して見出し
たケアポイントとしては、①子どものサインを出せる力とサインの気づきに働きかける、
②子どもの不快・快の状況とサインを関連付ける、③子どもの不快に対するケアの効果を
共有・支持する、④子どもが示す痛みのサインに気づき働きかける、⑤子どもの痛み緩和
ケアの実施と効果を共有・支持するであった。 
 可視化できづらかった重症心身障害を持つ脳性麻痺の子どもの痛みについて、表情分析
を使って、可視化できたことはこれまでの実践や研究では見られていない。痛みがあると
いうことの可視化だけではなく、子どもがサインを出しているということに親や介入者が
気づけることによって、親として対応できることへの実感が増していた。また、痛み緩和
についてもスコアを用いて示すことで、状態を緩和できることが示されたことは説得力が
あり、意義深いと審査会で本研究の独自性と新規性として評価された。難しいとされてい
た言語的に表現が困難な対象に焦点を当てたことについても評価された。現場に精通した
実践かである研究者ならではのことであり、社会的貢献性があり、今後看護系の学会・雑
誌だけではなく、広く他領域も視野に入れて公表していくようにと助言されている。 
 審査会は研究の独自性と新規性に富み、丁寧に研究プロセスを追うことができ看護実践
の方法を示すものでることから、今後も独立して研究を発展させる能力を持っていると判
断した。 
